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The language of sedation in end-of-life care: the ethical reasoning of care providers in three countries.

Sedating dying patients with drugs so that their consciousness is reduced or removed is controversial (Sterckx et al., 2013; ten Have and Welie, 2014). On the one hand, sedation can relieve distress, often being a response to terminal agitation or extreme restlessness and anxiety, as well as a range of other more ‘physical’ problems that have proven refractory to treatment by other means. On the other hand, consciousness is valuable and, in some respects, may be seen as a defining feature of being alive, so that removing it could be thought of as a form of killing. Sedation can be light, maintaining a degree of consciousness, or deep, where patients are made unconscious. It can also be either continuous or intermittent, with episodes in which a sedative is not given so that the level of consciousness comes back. Sometimes, though, it is continuous and deep until death and, in certain circumstances, provokes the challenge that it is close to euthanasia (ten Have and Welie 2014). 

This paper reports on the ethical reasoning of doctors and nurses (called ‘care providers’ in this paper) who provide sedation in response to various kinds of distress in patients receiving care towards the end of life (‘end-of-life care’). Care providers in three countries are compared: the United Kingdom, the Netherlands and Belgium. The choice of these countries for this comparative study is of particular interest because in the latter two, euthanasia is allowed under certain circumstances, but it is illegal in the UK. The presence or absence of legalised euthanasia is, we will contend, an important influence on care providers when thinking about sedation.





A certain amount is known about the use of sedation in end-of-life care and about care providers’ rationales for this. However, it is often difficult to compare studies of the prevalence of sedation because different definitions of sedation are used by researchers (ten Have and Welie 2014). We therefore focus on the few studies that allow conclusions to be drawn across time or across settings in the countries we studied.  These are sufficient to show that there are large variations between different places of care (eg: hospitals, home, palliative care units) and, in some cases, variations over time. 

In the Netherlands, where euthanasia has been allowed for many years, researchers have pioneered the use of survey methods using consistently-worded questions to monitor rates of different end-of-life decisions. Onwuteaka-Philipsen et al (2012) report that 12.3% of deaths in the Netherlands in 2010 were accompanied by continuous deep sedation until death, having been 8.2% in 2005 and 5.6% in 2001. In 18.1% of deaths where the researchers judged that the doctor had provided euthanasia the doctor said that they believed this was best described as palliative or terminal sedation.

Using the same questionnaire in Belgium, where euthanasia was made legal in 2002, it was found that the rise in ‘continuous deep sedation’ ‘until death’ was from 8.2% in 2001 to 14.5% in 2007, with 17% of cases involving a doctor who said that they had intended this to hasten death (Chambaere et al 2010). Seale (2009), also using the same questionnaire, reported that 16% of adult deaths in the UK in 2008 were accompanied by continuous deep sedation until death. However, using a questionnaire developed to fit the assumptions of Dutch respondents and in addition translating it from Dutch to English, may have influenced these results. 

Some reports from individual care settings in the Netherlands and Belgium also suggest variability. In a study of a single palliative care unit (PCU) in the Netherlands, Rietjens et al (2008) report continuous deep sedation prior to death occurring in 43% of all patients who died between 2001-5, whereas Claessens et al (2011) in a study of eight Flemish PCUs in 2004-5 found only 7.5% of patients received any kind of sedation, including that defined as mild or intermittent. 

In a qualitative study in the Netherlands, investigating 54 cases of ‘continuous palliative sedation,’ Swart et al (2012) report on two broad approaches regarding the depth of sedation: in 22 out of 54 cases, sedation was initially mild and then increased  where this was considered necessary. In the other 32, ‘they aimed for deep sedation right from the start’ (2012: E362), arguing that this was an appropriate response to the suffering experienced by their patients. Dutch and Belgian nurses and doctors interviewed in an earlier qualitative study (Seymour et al., 2007) were found commonly to understand sedation as a ‘worthy alternative to euthanasia’ (2007: 1687), whereas UK doctors and nurses often perceived the use of heavy doses of sedatives from the start to be inappropriate and rather old-fashioned, contrasting it with a ‘modern’ palliative care approach to the ‘careful’ titration of drugs against symptoms. 

The use of sedatives is something which can be troubling for those who provide end-of-life care (Morita et al., 2004; Rietjens et al.,2007) and prompts three main lines of ethical reasoning. Firstly, it can be argued that the harms resulting from sedation (largely the reduction or removal of consciousness and therefore the capacity for experiencing the world or to communicate with others) can be balanced against the benefit of relieving suffering. 

Secondly, it can be argued that sedation can be justified if it is what the patient has autonomously chosen because suffering is unbearable, and in certain circumstances it is then a patient’s ‘right’ if no other (less harmful) intervention is feasible. Finally, it can be argued that providing sedation respects the view that there is an intrinsic value in life since, unlike euthanasia, it is either (a) not life-shortening or (b) not life-shortening by intent. 

These lines of reasoning are all present, to a greater or lesser extent, in guidelines or ‘frameworks’ published by authoritative organisations advising care providers on appropriate ethical considerations that might govern decisions. Two such documents, contrasting in their emphases, will have been known by many of the participants in our study. These are the guidelines produced by the European Association of Palliative Care (Cherny and Radbruch, 2009) and the Royal Dutch Medical Association (2009). Guidelines more recently produced by palliative care specialists in Belgium (Broeckaert et al., 2012) for physicians practising in Flanders are not reviewed here, as Belgian physicians in our study were interviewed before these guidelines were widely known and, in general, where they referred to guidelines, they chose the Dutch document.

The authors of the Dutch guidelines, as Janssens et al (2012) have pointed out, were reacting to the Dutch Attorney General’s view that palliative sedation and euthanasia were the same, a concern also raised in the ethics literature (ten Have and Welie 2014). This was something they wanted to refute. The EAPC authors were addressing an international and largely European audience of palliative care practitioners, with a strong British presence.

A key difference between these two documents lies in the fact that the EAPC document does not discuss euthanasia, whereas the authors of the Dutch document are concerned at several points to argue that palliative sedation and euthanasia are different. Indeed, for the Dutch authors, becoming like euthanasia is the chief harm practitioners must avoid, whereas for the EAPC authors the chief harm is to provide sedation without compromising consciousness wherever possible. A more cautious approach to continuous deep sedation (CDS) is described in the EAPC guidelines than in the Dutch document: if it is needed, should only be provided hours or days before death, whereas for the Dutch authors this can be given up to two weeks before death. For the EAPC the decision to provide CDS must be a team decision and if the reason for sedation is ‘existential distress’ rather than a physical problem then a second opinion must always be sought and sedation should only be applied intermittently so that the need for it is periodically reassessed. In the Dutch guidelines CDS is assumed to be appropriate for existential distress if this is deemed ‘refractory.’ There is also less emphasis on team decision making and a focus on CDS until death, with less mention of intermittent, light or sedation ‘titrated’ against symptoms. 

As a result of these differences the Dutch document conceives of sedation as an end point. It is described as an ‘emotionally charged event’ (2009: 38), so that preparations need to allow for ‘leave-taking and associated rituals’ (2009: 48) to take place, involving family members. At the same time, if continuous sedation until death is also ‘deep’ ‘it is not desirable to allow patients to recover consciousness, since their refractory symptoms will then return’ (2009: 67). The authors refer to the patient having then been ‘put out of’ their suffering (2009: 49), or of suffering being ‘eliminated’ by the sedation (2009: 37). 

In the Netherlands there is some evidence that the practices of care providers have been influenced by the introduction of the RDMA guidelines (Hasselaar et al., 2009). In the UK, where unlike Belgium or the Netherlands euthanasia is illegal, there is a longer history of specialised palliative care provision, so that we might expect UK care providers to pay particular attention to the EAPC framework.


























* respondents’ speech only


Interviews were transcribed and the Dutch and Belgian transcripts were translated into English by a professional translation service. The translation of any quotes shown in this paper was checked again by one of the researchers (KR) who is bilingual. For the analysis reported in this paper, which uses computer assisted methods to process the transcripts with interviewer speech taken out, keyword analysis (Baker, 2006; Seale and Charteris-Black, 2009) using Wordsmith Tools (www.lexically.net/wordsmith (​http:​/​​/​www.lexically.net​/​wordsmith​)) and WMatrix 3 (http://ucrel.lancs.ac.uk/wmatrix/ (​http:​/​​/​ucrel.lancs.ac.uk​/​wmatrix​/​​)) was used to make initial exploratory comparisons of the content and vocabulary of doctors and nurses in the three countries. At the same time, a qualitative analysis focusing on care practices, based on qualitative thematic coding was carried out and reported elsewhere by others on the research team (Seymour et al., 2014).

For the analysis reported here, building on the earlier exploratory work, a dictionary-based text-mining approach using Wordstat software (http://provalisresearch.com (​http:​/​​/​provalisresearch.com​)) was used. This proceeded as follows:

1.	Words and phrases used in the documents were listed in descending order of TF*IDF score, a measure indicating terms that strongly distinguish documents (TDF*IDF=term frequency weighted by inverse document frequency, so that terms used frequently in some, but not all, documents are prioritised) 

2.	The top 300 words and phrases were examined in context and those with consistently singular meanings (thus dealing with lexical ambiguity) were selected for inclusion in a user-defined dictionary whose categories grouped together words with semantic similarity.

3.	Other words and phrases occurring in the texts were added to the dictionary on the basis of thesaurus similarity and further inspection of context. 

4.	The distribution of dictionary categories across the three countries was displayed (see table 3 in the results section). A chi-square test was used to assess the significance of inter-country differences in table 3. 

5.	The quantitative results were then used to determine the selection of quotations used to illustrate the core themes identified









Agitation and distress	Agit*, distress*, unrest, climb out of bed
Choices	Choice*, opt*
Choosing euthanasia	Ask* for euthanasia, want* euthanasia
Choosing sedation	Alternative to euthanasia, chose* sedation, request* palliative sedation
Communication	Communicat*, talk*, understood
Decisions	His decision, they decide*, joint decision
Deep unconsciousness	*he was unconscious, coma*, not going to wake up
Documents and records	Documentation, notes, record*
Dosage	Dosage*, dose*, mg*, PRN dose
Eating and drinking	Drink*, eat*, fluid*, nutrit*
Family members	Father, husband, daughter*
Fear and anxiety	Anxiety*, fear*, scare*
Hastening	Accelerate, hasten* death, shorten*
Health care workers	Colleague*, doctor*, nurs*, staff
Killing	Kill*, murder*
Liverpool Care Pathway (LCP)	Liverpool Care Pathway, LCP
Medications	Midazolam, Dormicum, levomepromazine
Mode of administration	Driver*, pump, inject*
Moment/Point	At a certain point, at that moment
Natural or peaceful death	Die* naturally, dignified, good death, humane, peaceful death
Obligation and necessity	Crucial*, essential, should, has to
Other protocols	Guideline*, law*, legal*, protocol*





Saying goodbye	Final farewell*, sa* goodbye, sa* their farewell
Semi-consciousness	Decreas* consciousness, little bit of sedation, rousable
Settled and comfortable	Settl*, calm*, comfortabl*
Starting sedation	Initiat* sedation, start* the sedation
Stop food and fluid	Stop* fluid, stop hydrat*, cease nutrit*
Suffering	*he deteriorated, her suffering, it was severe, unbearabl*
Symptoms generally	Symptom*
Trying	I tried, we tried, we were struggling
Unable to continue	*he was finished, pointless*, fruitless, futil*, tried everything

* = wild card character, so that (for example) ‘agitat*’ retrieves agitate, agitated, agitates, agitation, agitating etc



























































* p value based on chi-square;  >0.05=not significant; - = numbers too low for valid chi square
**= Total words included in dictionary categories
# Statistically significant difference between Belgium and the Netherlands (P<0.05)

It can be seen from the table that UK care providers were more likely than their counterparts in Belgium and the Netherlands to describe agitation and distress, fear and anxiety, pain and ‘symptoms’ generally. Reporting that they had ‘tried’ or ‘struggled’ was more common. Medications, their mode of administration and their dosages were more often discussed, and there were more references to proportionality, including the idea of titration. It was more likely for UK respondents to refer to documenting things in records or notes and they were the only ones to mention the Liverpool Care Pathway (a checklist then in use for planning the end-of-life care of patients). Accounts of a settled and comfortable state and references to semi-consciousness by using terms such as ‘rousable’ and ‘sleepy’ also characterised UK respondents’ transcripts. Although ‘hastening’ and ‘killing’ were concerns, ‘choosing euthanasia’ and the description of symptoms as ‘refractory’ were rare.

In general, the table shows that differences between Belgian and Dutch respondents are not as great as they are between these countries and the UK. Respondents in those countries used language similarly to each other, and rather differently from the vocabulary of UK respondents. 

In both countries terms referring to family members, to other health care workers and to communication were more common than in the UK, though marginally more common in the Netherlands than in Belgium. The vocabularies of suffering and being unable to continue were more common in these countries, as well as the language of obligation and necessity. In the Netherlands it was particularly likely for respondents to use the term ‘refractory’ or to say that something was ‘intractable’. The language of choice was particularly common amongst Belgian respondents, who were also most likely to refer to choosing sedation and choosing euthanasia.  A ‘moment’ or ‘point’ that had been reached was referred to more often in Belgium and the Netherlands, as was saying goodbye. The point at which sedation was started was more often mentioned by Belgian and Dutch respondents and ‘palliative sedation’ was a thing referred to particularly by Belgian respondents, who were also most likely to refer to a natural or a peaceful death. Guidelines (other than the Liverpool Care Pathway), rules and laws were on the minds of Belgian and Dutch respondents more than they were for UK respondents (‘other protocols’). While eating and drinking were particularly likely to be mentioned by Belgian and Dutch respondents, they were no more likely than others to refer to stopping nutrition or fluids. 

The text mining comparison draws our attention to the similarities between Belgian and Dutch care providers and their mutual difference with the UK. In addition, it demonstrates the emphasis placed by UK respondents on providing sedation as a response to ‘symptoms’, particularly those of agitation and distress, a part of the care providers’ feeling of trying and struggling, and sedation being a process occurring over a period of time rather than at a single moment. In the case of Belgian and Dutch respondents, the text mining findings highlight the focus of these respondents on particular ‘moments’ in time, such as those reached after a patient has found themselves unable to continue, and involving farewells when sedation is ‘started’. Three cases, one from each country, illustrating these features are given below.

He was ready to go, he was finished, he was physically finished. He had been able to say goodbye to everyone properly…all the children came, grandchildren, great-grandchildren, all of them…It took him a week to get up the courage to do it… And on the day the sedation started, he again said goodbye to the children and grandchildren…he had had enough…and the doctor then gave Dormicum, and he fell asleep very quickly. And we immediately attached the pump and he went to sleep and he didn’t wake up again.
(11V, Belgium, nurse, home)

I think that for me the moment you remove someone’s awareness of this world is very intense, so that’s why I want to do it myself, because you really see people bid farewell and you just know that this person will never be able to say good morning to his wife again, or can never say anything to his grandchild again and you are doing that at that moment...You don’t do anything with life. I feel like you don’t shorten it. The transition phase [after the sedation has started] whereby every day I go to the family of course to see if it goes well…I find it very beautiful. People often sit together…support each other, reminisce, so it's actually a very nice .. Yes it is actually a bit of extra farewell that you can have, yes.  Yes very effective, it simply takes the suffering away. Yes. Yes. And the best part is that you do not have to have anything arranged and it's just always possible.
(37A, Netherlands, doctor, home)

he was a gentleman who…had been struggling with periods of agitation… and the staff were trying to manage his agitation as best they could…but that the patient himself felt that he wasn’t settled; he was still quite distressed…I remember as soon as I went into the room realising very clearly that this was a dying man who was terminally agitated and very distressed...terminal agitation...is very classical when you see it…there weren’t any other treatment options…we agreed that we needed to give him something now...to actually help him to relax a little bit; to relieve some of his distress…When the nurses had been able to give him prns they had found that the midazolam did settle him…you accept that, in order to relieve someone’s agitation, you may make them more sleepy...my intention was not to sedate him, but to use appropriate levels of medication titrated...I think that’s a balance when using any kind of sedative medications…He was still awake and still having periods when he was aware and I think, as I say, your intention is always to relieve distress, not to sedate, but certainly he was much more settled when I left in the afternoon...I think that the sedation in no way hastened his demise…the intention was to relieve his symptoms and the doses weren’t inappropriate for the situation and had been titrated, and I think therefore the outcome was [that] he was calmer, he ultimate died more peacefully




Table 3 also shows that UK respondents were more likely to use a vocabulary, including words such as ‘kill’ or ‘murder’, signalling a concern with killing or hastening death. Further inspection of these words and phrases revealed that these were largely used in the context of discussions about pressures some respondents experienced to hasten death, worries about hastening death, discussions about whether sedation did or did not hasten death, and the view that there was no, or only a secondary or partial intention to hasten death. Ethical tensions are therefore signalled by the presence of this vocabulary. UK respondents were more likely to use this vocabulary, at one or more points in their interview, in order to report that other people believed sedation hastened death (11/46 (24%) of UK respondents said this, 6/110 (5%) of Dutch or Belgian respondents said this (p=0.001 based on X2 test)). UK respondents were also more likely to use this vocabulary to report that either they or patients or relatives were worried about the possibility that sedation might hasten death (13/46 (28%) of UK respondents; 3/110 (3%) of Dutch or Belgian respondents ((p<0.0005 based on X2 test)). Some examples of these are shown below.

you worry that they might think that you’re the one that’s killing them… they’re fine one minute and then you give them something…and they’re, they’re sedated until they’re, they’re dead. So that sometimes can be quite hard. (GPD1D1 UK, doctor, home)

I think there’s often a fear, and I think it’s within me but also I’m aware of it within the patients and families that sedation will shorten life. (L1D2 UK, doctor, home) 

I did think to myself, ‘Have we actually killed him?’… Well, it was obviously something very powerful…and within a very short time of him having that he’d gone, so… I don’t know, was that just sedation? Presumably it was. But then, presumably that’s how somebody’s killed anyway, I don’t know. (H2R1 UK, nurse, hospice) 

Belgian respondents were more likely than either Dutch or UK respondents to use this vocabulary to report pressure from relatives, patients or other staff to use sedation to hasten death (11/53 (21%) Belgian respondents; 2/57 (4%) Dutch respondents; 3/46 UK respondents (7%) (p=0.007 based on X2 test)). Some examples are shown below.

That is very objectionable in my eyes. I once…encountered such a situation, you know the man is sleeping peacefully and then a burly son comes to me and says ‘can you just increase the dose because this is taking too long’. I said ‘no, he is at peace, its night, its still night’...the nursing staff [sometimes ask me] 'I want you to increase the dose’. I say 'well I have no reason to do that’ and they say ‘then I will do it.’ I say ‘yes [you can] do it ... I will not stop you, I'm not going to fight you but know that then you will have to explain to the police that you've been playing with that pump.’ (010A Belgium, doctor, home)

There was a case that left me with a bad feeling, because the family demanded sedation but there was no indication for it. The lady was pain free, but with them it was like ‘do something’, because it is taking too long. But anyway the son literally yelled at his mother because he felt that she no longer had a good quality of life, but she wanted to live on. She had told me that herself, and she didn’t want anything to happen that would speed things along and the son started yelling at his mother and said; ‘But mother what kind of life do, you have here, really? What is the point?’ And he still blames me for letting his mother quietly die in peace by herself. (012A Belgium, doctor, hospital)





This study has found that UK professional care providers’ vocabulary to describe sedation differs in several respects from that of equivalent professionals in Belgium and the Netherlands. In a legal and ethical context where euthanasia and the deliberate hastening of death is not permissible, UK doctors and nurses frame their use of sedatives as being proportionately delivered medical responses to symptoms, particularly those of ‘agitation’ or ‘restlessness’, which sedatives are said often to transform into a ‘settled’ state of comfort and calm. Reporting that one adjusts dosage in proportion to symptom distress continues this rationale and is consistent with the emphases of the EAPC framework (Cherny and Radbruch 2009). UK respondents were also concerned about perceptions that they were motivated by a desire to hasten death through the use of sedation.

Although there were differences between Belgian and Dutch care providers’ accounts, for example in the greater concern with ‘refractory’ symptoms amongst the Dutch respondents and the greater willingness to see sedation and euthanasia as choices amongst the Belgian, the findings suggest that, overall, respondents in these countries were more similar to each other than they were to UK care providers. In these countries, care providers were more likely to stress that sedation was appropriate when it was felt that continued suffering had become pointless and patients were unable to continue. The UK respondents, on the other hand, depicted sedation as part of an ongoing struggle for them to treat and for patients to bear suffering. 

Dutch and Belgian respondents were more likely to speak about euthanasia and of choosing it, even though they were reporting cases of sedation rather than euthanasia, suggesting that consideration of euthanasia was more present in their recollected decision-making (and that of their patients) than for UK respondents. The comment (reported earlier) of a Dutch doctor, to the effect that “the best part is that you do not have to have anything arranged and it's just always possible” (37A, Netherlands, doctor, home) gives a clue as to why doctors in these countries may choose sedation above euthanasia. Sedation, because it is treated as a medical practice, is not subject to the same rules and regulations as euthanasia, so is less burdensome to carry out. In addition, it seems likely that providing sedation is less emotionally burdensome than providing euthanasia, since the provider can always argue that shortening life was not the aim of the procedure.

The emphasis in the Netherlands and Belgium on a single moment or point in time and the idea that sedation had a very marked beginning, often being accompanied by farewells from assembled and forewarned relatives (a feature that is markedly similar to death from euthanasia) arises from having less concern to titrate dosage against symptoms and a greater willingness to reduce consciousness quite rapidly and radically. In all countries, though, there were indications that care providers wanted to distance themselves from associating sedation with causing death. 

In this respect, even though Dutch and Belgian respondents may have invoked official guidelines to differing degrees in justifying their practice, they agreed in their delineation of what was important in the ethical debate, perhaps because their use of continuous sedation until death often appeared similar to euthanasia. Thus they shared the concerns expressed in the guidelines of the Royal Dutch Medical Association. 

There are some limitations to the analysis presented here. The sampling of cases and interviewees in each country was not random, although they were similar in each country, so the samples may not be wholly representative of care providers in each country. In practice the UK interview sample contained a much higher proportion of doctors and nurses working in palliative care than did the Dutch and Belgian samples. Translating all materials into English may have introduced some vocabulary differences, although our awareness of this as a potential problem meant we were careful not to allow this to influence our interpretation of the comparative word frequencies.  





The view that medical practices are influenced by variations in national cultures is hardly new (Payer 1990) and this study might be regarded as supporting this general point. Clearly Belgian and Dutch doctors and nurses are working in an environment where deliberately ending a patient’s life is an acceptable procedure in law and in professional codes, as long as certain conditions are met, and this is also publically accepted, with patients and relatives clearly used to considering euthanasia as an option. Of course, there are also inhibitions about shortening life that may be held more or less strongly by different practitioners, and there is resistance to taking actions to shorten life that are not sanctioned by law, as some of the quotes from Belgian respondents showed. But it seems likely that legalising euthanasia may both influence care practices and perceptions of what is important in ethical debates about sedation. 

In the UK, on the other hand, end-of-life care is perhaps influenced by the palliative care and hospice movement, where care providers have been shown to be more religious than those in other specialties (Seale 2010). Here, the view that life has intrinsic value, even when it involves suffering, is perhaps a stronger guiding principle than it is in Belgium and the Netherlands. With the addition of a legal prohibition against assisted dying (euthanasia or physician-assisted dying) the use of sedatives in UK end-of-life care has a very different ethical complexion for care providers. 
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